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Chronic and life-threatening conditions are widely thought to shatter the lives of those affected. In this
article, we examine the accounts of 19 older people diagnosed with late stage chronic kidney disease
who declined dialysis. Accounts were collected through in-depth interview in the United Kingdom
(MarcheNovember, 2010). Drawing on a phenomenological approach, we focus particularly on the
embodied and lived experience of the condition and on how participants constructed treatment mo-
dalities and approached treatment choice. We look toward contemporary elaborations of the conceptual
framework of biographical disruption to illustrate how participants managed to contain the intrusion of
illness and maintain continuity in their lives. We argue that three interactive phenomena mitigated the
potential for disruption and allowed participants to maintain continuity: (a) the framing of illness as “old
age”; (b) the prior experience of serious illness; and (c) the choice of the treatment with the least po-
tential for disruption. We conclude that a diagnosis of chronic illness in late life does not inevitably
shatter lives or engender biographical disruption. Instead, people are able to construct continuity owing
to complex narrative interpretations of diagnosis, sensation and treatment choices.
© 2014 The Authors. Published by Elsevier Ltd. This is an open access article under the CC BY license
(http://creativecommons.org/licenses/by/3.0/).1. Introduction
The potential for chronic illness to dramatically disrupt the or-
dinary ﬂow of life has received much research attention and con-
tinues to dominate lay, academic and health professional
perspectives of the chronic illness experience. Michael Bury's
(1982) biographical disruption has gained signiﬁcant currency in
articulating this idea (Lawton, 2003). However, Bury has been
criticised for excluding contextual factors, notably age and other
illnesses. Here, we examine the narratives of older people (those
aged over 70-years) diagnosed with late stage chronic kidney dis-
ease (CKD) from a phenomenological perspective and look toward
contemporary elaborations of biographical disruption to illustrate
how they managed to contain the intrusion of illness and maintainr Ltd. This is an open access articlecontinuity in their lives. We focus on the lived experience of the
condition and how participants constructed treatment modalities
and approached treatment choice. We situate the treatment deci-
sion in the context of participants' attempts to maintain continuity
to understand the reasons why people choose treatments which
might, to some, seem counterintuitive or contradict what is pre-
sumed to be in their “best interest”.
1.1. Biographical disruption: basic tenets and elaborations
Based on his study in rheumatoid arthritis, Bury highlighted the
complex and multifaceted ways inwhich chronic illness can lead to
a fundamental rethinking of a person's biography and self-concept.
He drew attention to how pain and discomfort provoke new con-
sciousness of the body, the contingent and fragile nature of
(embodied) existence, and the possibility of death, normally only
seen as distant possibilities or the plight of others. He also under-
scored how illness brings individuals, their families, and widerunder the CC BY license (http://creativecommons.org/licenses/by/3.0/).
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ships, where normal rules of reciprocity and mutual support might
be altered through new types of dependency. Bury posited that
expectations and future plans are de-stabilised and must be re-
examined within the constraints of illness. These experiences
culminate in “marking a biographical shift from a perceived normal
trajectory through relatively predictable chronological steps, to one
fundamentally abnormal and inwardly damaging” (Bury, 1982, p.
171).
Despite its wide use as an analytic framework in social science
research on chronic illness, biographical disruption faces major
challenges from recent empirical and conceptual work. The
importance of age and stage in the life-course at which a person
becomes ill has been a central theme of redress (Lawton, 2003).
Timing was originally underlined by Bury (1982) when he drew
attention to the common cultural image of arthritis as a disease of
the elderly. For his participants, most of whomwere comparatively
young, diagnosis represented premature aging and hence marked a
shift from a perceived normal aging trajectory. Age as a factor
mediating how individuals experience and respond to chronic
illness was further illustrated by Pound et al. (1998). Their study
revealed how for older adults stroke, while constituting a consid-
erable impact on their lives, was not typically reported as extraor-
dinary, or biographically disruptive. Similar ﬁndings have been
described elsewhere (e.g., Faircloth et al., 2004; Sinding and
Wiernikowski, 2008) and hence the idea that chronologically-
framed expectations govern experience has gained wide accept-
ability. As Bury and Holme (1991) suggest: “It seems clear that most
of us operate within a deﬁnite ‘social clock’ which guides our ex-
pectations of events within the biographical context. Such expec-
tations inﬂuence whether events are anticipated or unanticipated,
the latter having more negative implications for quality of life than
the former” (p. 94).
A second challenge comes from studies inferring prior illness
experience to mediate whether chronic illness is perceived as
biographically disruptive. Faircloth et al. (2004) observed how
stroke survivors already marked by other illness did not typically
report stroke as biographically disruptive but rather one event in an
on-going life. Similar ideas were presented byWilliams (2000) and
Pound et al. (1998) who reported how lives were not biographically
disrupted by stroke if they were already restricted by other ill-
nesses. Others have suggested illness might actually reinforce as-
pects of biography if considered consistent with particular lifestyles
or cultural norms. Olsen et al. (2013), for example, observed how
hepatitis C was a symbol of shared identity among the drug-using
communities they studied.
A third challenge comes in recognition that people who have
lived with general adversity and material deprivation more readily
maintain continuity throughout illness (Ciambrone, 2001; Pound
et al., 1998). These studies reinforce the appraisal of illness ac-
cording to particular points of reference within a person's bi-
ography and habituation to particular crises.
These ideas represent an important corrective to biographical
disruption by challenging the implicit assumption that illness al-
ways enters lives hitherto untouched by crisis or struggle (Lawton,
2003) and underscore the importance of acknowledging contextual
factors. They reveal an underlying “will to continuity” e that is, a
fundamental drive to maintain aspects of previous life e which
shapes how people construct narratives to manage the intrusion of
illness.
1.2. The case of chronic kidney disease
CKD has emerged as a global health challenge, affecting mainly
older people (Stevens et al., 2010). From a biomedical perspective,those affected experience gradual deterioration in kidney function
which might progress to CKD stage 5 (CKD5), clinically deﬁned by a
glomerular ﬁltration rate <15 ml/min/1.73 m2. Symptoms include
swelling, especially around the face, forearms, elbows and ankles
caused by the build-up of toxic ﬂuids, fatigue, cramps, nausea and
excessive itching. CKD is associated with multiple morbidities
including diabetes, hypertension and cardiovascular disease. The
patient experience is particular and complex, characterised by
long-term medical interventions and renal replacement therapies,
such as dialysis and transplantation. There is currently no cure for
CKD and without renal replacement therapy people with CKD5 will
inevitably die.
Within renal care, advances in biotechnology have seen im-
provements in how dialysis is delivered, changing assumptions
about the status of the older renal patient. When the ﬁrst kidney
dialysis outpatient unit was opened in 1963 in Seattle, USA, dialysis
was rationed to people of working age (Blagg, 2007). Now dialysis is
available to those previously regarded as too old and appears to
have become normalised for older patients in more economically
developed countries. Transplant is usually not a choice for older
people because of physical frailty and the likely extent of co-morbid
conditions.
Despite these advances, dialysis remains physically demanding
and invasive. In replacing human biologies with an external ma-
chine it alters the margins of embodiment, where the edges be-
tween body and “other” become blurred (Kierans, 2005). In so
doing, it produces new sets of ontological categories which present
the body as a hybrid composition of spare parts: a “machine-or-
ganism” (Haraway, 2004, p. 297) or “cyborg entity” (Kierans, 2005,
p. 344). These descriptions underline patients' dependencies on
biotechnology and the radical transformations in body and self
which accompany dialysis (Russ et al., 2007). They highlight how
medical interventions like dialysis are not mere peripheries in the
lived experience of CKD but its very substance (Kierans, 2005), a
point echoed in suggestions that the perceived intrusiveness of CKD
is judged essentially by the intrusiveness of its medical manage-
ment (Karamanidou et al., 2013). For older people, the intrusion of
dialysis might be greater because of increased physical frailty,
difﬁcultly managing complex technology if undertaken at home, or
the burden of frequent travel if undertaken in hospital (Burns and
Carson, 2007). Additionally, it might not signiﬁcantly improve
survival (Hussain et al., 2013). Hence, the beneﬁt of dialysis to the
frail older person has been profoundly challenged. Developments
in care and a shift from life-extending toward life-enhancing
treatments have enabled the emergence of a new treatment alter-
native: conservative kidney management (CKM).
Unlike dialysis, CKM is not renal replacement therapy and fo-
cuses on maintaining residual renal function. It manages CKD using
regular outpatient appointments offering supportive treatments to
treat symptoms, with access to psychological services. End-of-life
issues might be discussed, possibly with input from palliative
care specialists. CKM is advocated in several developed countries
and data from the United Kingdom and Australia suggest that 14%
of peoplewith CKD5 receive CKM (Carson et al., 2009; Morton et al.,
2012b).
1.3. The present article
Here, we present qualitative data from a study which aimed to
examine the lived experiences of older people with CKD receiving
CKM. We focus on one major theme, “continuity and disruption”,
and discuss this relative to the debates around biographical
disruption and continuity. In so doing, we aim to outline how older
people with CKD attempt to deal with illness by containing its
intrusion into their lives at both symbolic and behavioural levels;
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treatment modality. Speciﬁcally, three interactive phenomena are
discussed which appeared tomitigate the potential for biographical
disruption, allowing people to maintain continuity amid what
might ordinarily be assumed as the facts of change: (a) the framing
of illness as “old age”; (b) the prior experience of serious illness;
and (c) the choice of the treatment with the least potential for
disruption.2. Method
2.1. Theoretical framework
We draw on analytic perspectives of phenomenology outlined
by Desjarlais and Throop (2011) to access and view the lived
experience of illness. First, we are interested in the ever-shifting
temporal structure of experience; our lives are structured so that
past experience is retained in a present moment which itself
continually feeds forward to anticipate future possibilities of
experience. Second, we are interested in “phenomenological
modiﬁcation”: how individuals, as they accrue experience, come to
adopt differing views and perspectives, and more or less reﬂective
or engaged stances, when relating to objects of experience or life
more generally. One example of such modiﬁcation might be
socialisation, whereby individuals acquire the meanings, skills and
habits necessary for participating in a particular culture (Duranti,
2009). Third, we are interested in embodiment. From a phenome-
nological perspective, the body is not merely an object for study,
but a locus from which our experience of the world is organised.
That is to say, it is something through which we actively experience
the world. Finally, we are interested in the recognition that we are
set within in a world which permanently outstrips the expanse of
our being. Hence, we are never able to experience the world in its
entirety and are oriented toward particular aspects. This close
attention to one aspect of reality necessarily relegates other po-
tential aspects to the fringe of our awareness. Our engagement with
the world is thus deﬁned by the “dynamic ﬂux of our embodied
attention from one aspect to another, from one perspective to
another, from one activity to another, and from one moment to the
next” (Desjarlais and Throop, 2011, p. 90).
These perspectives highlight the complexity of experience and
how this is characterised by uncertainty, indeterminacy and ﬂux.
They direct our enquiry toward examining: (a) people's perceptions
of their body and the role it plays in their experience, (b) their re-
ﬂections on the modiﬁcations of their views and responses as they
move through the world to encounter and attend to the particular
events and phenomena which comprise it, and (c) the temporal
frame which structures experience and governs how it is to be
anticipated.2.2. Sample
We purposefully selected people with CKD5 receiving CKM from
four specialist renal clinics in London, United Kingdom (March-
eNovember, 2010). We excluded those aged below 18-years, on a
kidney transplantation list, or unable to give informed consent. We
recruited 12 men and 7 women, all retired, who represented a
spectrum of older age (73e94 years) and were diverse with regard
to illness severity, cultural background, education and previous
professional experience. Participants each had several co-morbid
chronic conditions including diabetes, rheumatoid arthritis,
chronic obstructive pulmonary disease, cardiovascular disease,
stroke, hypertension, liver failure, and cancer. They had been living
with CKD for between 3 and 74-months (average 37-months), andhad received CKM for between 1 and 40-months (average 21-
months).
2.3. Data collection
We interviewed participants face-to-face once in their own
homes (HL). Interviews were open-ended, semi-structured and
covered participants' perceptions and experiences of CKD from
diagnosis to the time they chose CKM, current thoughts about CKM,
and thoughts about their future. As well as supporting participants
in telling their stories, we asked questions that encouraged them to
reﬂect on their embodied experiences; how they viewed their body
and the role it played in how they understood their diagnosis and
illness experience. We asked participants about their experiences
of symptoms, how illness felt day to day and how it affected their
lifestyles. We also asked questions that addressed understandings
and choices of treatment. Interviews lasted between 30 and 100-
min, were audio-taped, transcribed verbatim and pseudonymised.
We used independent interpreters for three participants with
limited English. These interviews were later translated fully. We
used the qualitative analysis computer software NVivo (V.10) to
code and organise data (QSR International, 2012).
2.4. Data analysis
We analysed transcripts for themes and patterns. Our analysis
began inductively with open coding, deﬁned by Strauss and Corbin
(1998) as “the analytic process through which concepts are iden-
tiﬁed and their properties and dimensions are discovered in data”
(p.101). Open coding was done independently by HL and JL and,
consistent with a phenomenological perspective, emphasis was
given to participants' personal meanings and values underlying
behaviour and choice. Once all transcripts had been analysed, HL
and JL met to discuss their codes and generate a coding framework.
During this process codes were scrutinised for connections and
their implications for theory and grouped into broader descriptive
themes. Once established, this coding framework was reapplied to
the data by HL. We also analysed data narratively, exploring the
temporal sequencing of themes within participants' accounts. This
provided an especially acute focus on continuity and disruption. HL
and JL met throughout analysis to review its direction and resolve
differences in interpretation. Rare discrepancies were resolved
through discussion with GS. Here, we present data related to the
theme of “continuity and disruption”, within particular points of
the illness trajectory: “at diagnosis”, “after diagnosis and a period of
relative stability”, “bad days” and “thoughts of the future”. These
points emerged in our narrative analysis as contextual periods
which provoked particular views and responses. We have resisted
attributing periods with ﬁxed time brackets.
2.5. Ethics
Approval obtained from Brompton, Hareﬁeld & NHLI REC (09/
H0708/57:13/10/2009).
3. Findings
3.1. At diagnosis
At diagnosis and for several subsequent weeks, participants
found their CKD ambiguous and sometimes described being “in
another world” or “unconscious” of what was happening around
them. CKD was unanticipated; something silent and insidious that
crept on them undetected until a referral was made by their GP to a
renal clinic and the signs read in various tests. A few learned of their
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struggled to feel, perceive or experience their disease, describing
themselves as asymptomatic, or else its effects were lost among
symptoms of pre-existing conditions. Participants thus thought
their experience incongruent with the diagnosis of an illness that,
they were told, without intervention enacts a slow deterioration
toward death. Joyce (79-years-old), who had multiple chronic
conditions, described her shock at diagnosis and the difﬁculty in
knowing the effects of kidney failure:
It's a very strange thing. I didn't realise I was ill. I really couldn't
take it in and my two daughters came up to see me and they
grabbed the doctor and said “don't believe what you hear, this is
not our mother, she's light and lively and not one to sit in the
corner.” So it really knocked the stufﬁng out of me I think… it's
strange because I've been told so many times that the kidney
itself in kidney failure doesn't give you pain… it's very difﬁcult
to isolate it. I have diabetes, chronic liver failure; I have kidney
disease, COPD and ischemic heart.
During this time participants drew heavily on medical consul-
tations with doctors or nurses to make sense of renal function and
failure and its treatments. Although useful, they found these ses-
sions difﬁcult to follow as unfamiliar technical language and ab-
stract descriptions, such as “percentage kidney function”, were
heard. Conversations about dialysis arose early and came to
dominate participants' early experiences of disease. For some,
initial perceptions of dialysis were based on need and the possi-
bility of treatment without dialysis was unclear. They inferred an
assumption among clinicians that best practice means dialysis,
often reinforced by their families or friends. A few participants,
who had been prepared for dialysis with a ﬁstula (a surgically
modiﬁed blood vessel created by joining an artery to a vein),
remarked how they had initially not been told about treatment
alternatives. As Ruth (79) recalled:
I didn't know I had any options. I was told “you are going to be
on dialysis, you have to have a ﬁstula”. It didn't dawn on me I
didn't have to have it… I was making myself ill thinking about it
and then somebody said to me something about conservative
management. But I hadn't really taken that in because everyone
in the medical profession said “YOUWILL BE ON DIALYSIS” and I
didn't query it.
However, this was rare and most described being presented
with choice early, citing information pamphlets, hospital-run ses-
sions or videos. With these, participants believed they were
adequately informed of the mechanics of dialysis, though had little
impression of how they might feel and the impact of dialysis on
their lives. To supplement these understandings they looked to the
experiences of other renal patients. Occasionally participants
initiated ad hoc conversations in clinic waiting rooms or on hospital
wards. A few recalled family or friends who had been dialysed, such
as Peter (78):
I knew about dialysis through [my friend]. I've seen himwith all
these tubes on him and so forth. And when I was waiting at the
hospital there were some other people who came in and obvi-
ously they were waiting for dialysis.
As they accrued more information, participants saw dialysis as
a treatment that gives life with one hand, but takes with the
other. The life it gives concerns prognosis and hence the future;
the life it takes concerns the present, with time connected to the
machine and recovery the following day. John (83), who wishedto spend his time with his wife and children, was clear in this
regard:
That's no life at all, dragging up there three days a week four
hours a time. It must drain you for the rest of the day. At least
half the week or more you're absolutely knackered. And [peri-
toneal dialysis] where they bring the machine to you and you do
it every day. It must drain the life out of you.
Strong images, such as “monsters” or “snakes”, emerged in
participants' accounts of dialysis, whichwas for many the symbol of
CKD, a very real embodiment of its fears and constraints. Michael
(76), who had previously described himself as like a “child that is
frightened” of the machine, evoked an especially strong image. In
this statement he distinguishes between the natural functioning of
the kidneys and the artiﬁcial mechanisms of dialysis:
It was like a monster kind of waiting and lurking in the dark for
me and I didn't like the idea at all. Being dependent on the ma-
chine for all the functions that youweredoingnaturally since you
were born and the machine takes over and there's no way back.
You are not free anymore tomake any decisions. If youwant to go
away it takes so much planning. You are strapped to a machine.
In these ways, participants thought dialysis would be a disrup-
tion too great. They feared being robbed of their freedom, forever
dependent on the machine, and chose instead the potential for
continuity offered by CKM.While these decisions were described as
long-drawn-out, and in many cases still open-ended processes,
participants spoke of moments of choice, or reafﬁrmations, when
they communicated their wishes to forego dialysis. Such moments
were difﬁcult, as Frank (88) described:
I just spoke to [my wife] and the nurses of course, who are very
keen on dialysis. One really tried to talk me into dialysis and
straightaway I said, “No, I am not going to do this”. [Our
daughters] had a little cry… It was a major decision.
In summary, diagnosis was described as a time of uncertainty
and challenge with a lack of bodily expression of CKD through
symptoms. Participants used information from medical consulta-
tions to understand their illness, but this was complicated by
technical language. Conversations about dialysis arose early and its
disruptive and invasive nature was emphasised by participants.3.2. After diagnosis and a period of relative stability
For most, shock at diagnosis dissipated into resignation and
acceptance as they became increasingly ﬁxed on decisions to forego
dialysis and instead be followed up through CKM. There was a
general sense of stoicism in participants' accounts as they spoke of
“soldiering on”, “counting blessings”, and “not complaining”. The
monthly clinic visits, changes in diet, medications and periodic
erythropoietin injections (a hormone stimulating red blood cell
production often deﬁcient in people with CKD and known by par-
ticipants simply as “injections”) became incorporated into personal
routines. CKD at this point had become just another illness among
many and despite being life-threatening, a known fact among
participants, it was not necessarily given particular signiﬁcance or
priority. Many had already been touched by serious and life-
threatening illnesses including cancers, stroke and diabetes,
which had by this time exerted radical effects on their health and
daily lives. Illness, in other words, was a familiar crisis for these
participants and those around them, as John (83) explained:
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andwehad two young children. And I suddenly got ill and it took
a long time then toﬁndoutwhat theproblemwas. I couldn'twork
for a year. My family were very supportive… I really had to learn
to live with it and I think it's a similar thing here.
The monthly clinical appointments of CKM were important,
allowing participants to feel monitored. Appointments were
especially important in the context of participants' persistent in-
abilities to recognise or perceive the physical effects of CKD. While
still bound to medical abstractions and the various proxies of kid-
ney function, participants reported understanding and interpreting
them in the context of their illness, gauging improvement or
deterioration. As Martin (83) explained:
I want to know what's happening. She always takes blood and I
always want to know what the report on the blood is. And she
always tells me so I know exactly what: “oh that is high; that is
low; that is good.”
Aside from remembering clinic appointments and the ﬁne-
tuning of medication, illness was now rarely spoken about. Par-
ticipants continued with the routines which grounded them in the
present and which, in being habitual, had lost the novelty of what
they once signiﬁed. Many talked about living day by day, where the
unpredictability of the future was of less concern. Margaret (94),
who repeated the importance of continuing her social life and
domestic activities, said she largely ignored her disease:
I don't worry. I honestly don't give the kidney problem another
thought. It's my daughter who takes my booking otherwise I
wouldn't even know. She phones up and says “Mum, I have to
take you to the hospital tomorrow.” Otherwise as far as I'm
concerned I don't know why they bother.
CKD had at this point become ﬁrmly embedded in a narrative of
“old age.” Throughout their accounts participants spoke of “getting
old”, “being old” and of bodies “wearing out.” Illness was for them
something natural and expected and the idea of continuing to live
through old age without inﬁrmity was thought exceptional. Illness
was considered the embodiment of old age, and hence a fate to be
accepted. As Ralph (91) explained:
As you get older you get things wrong with you. I don't know
many old people who haven't got something wrong with them.
Your body wears out and if you don't accept it as it comes you'll
make yourself miserable… what I could do yesterday, I can't do
today, that's how I feel. What I could do last year, I knownoway I
can do this year. I struggle at times, but you know, that's part of
the plan isn't it: the struggle.
He continued with a discussion of others less fortunate,
speaking particularly of the injustices of untimely illness:
The great pity is if it affects childrenwho are beginning their life.
That is shocking. It's different when you're old. You get things
wrong with you don't you. But when you see little children like
that, I really do feel sorry for them and especially for the parents.
They don't knowwhether their child is going to live or die. But as
you get older, you realise that you're only here for a short space
of time.
Comparison in this way was common as participants tried to
convey what age and illness meant to them and how they thoughtthey were related. In addition to seeing the inevitability of illness as
a consequence of old age, participants took stock of their lives for
which they felt grateful or lucky. John (83) marked himself as
fortunate among his friends, most of whom he had outlived:
Next month I'll be eighty-four, so six scores and ten, and I've got
through that. I had a big circle of friends. I've got one friend left,
everyone's gone. I've had a good run. At this age anything can
happen, let's be honest, so I'm very grateful for each day.
Despite the dominance of narratives of continuity within par-
ticipants' accounts, there were several aberrant cases. For three
participants, illness caused major disruption to their lives and fa-
milial relationships. They remained in uncertainty long after diag-
nosis and described themselves as very unhappy or depressed. One
lived in a care home and one with her daughters. The other, Paul,
described himself immobile and utterly dependent on his wife with
whom he continued to live. At 73-years-old, he had been very
active and working prior to the onset of CKD which accompanied a
heart attack and stroke. At ﬁrst, he had declined to be interviewed
because his experiences were “too raw”. Several months later he
contacted us for interview and described beginning a slow process
of adjustment. Like others he spoke of his efforts to forget:
I was a very active person. I used get up at ﬁve o'clock to work. I
used to love my work. I was out seven days [a week]. And then
this happened. A completely different life now… that's what hit
me. That is why I was beginning to lose control, of giving up,
because everything happened, so many things. I was like a
cabbage… It gets me when I'm on my own, that is why I always
try to ﬁnd something on [the television], to get into it and make
me forget everything.
In summary, after diagnosis and a period of relative stability, and
when decisions to forego dialysis are ﬁrmer, participants rarely
thought about CKD. With the persistent inability to feel symptoms,
their images of their disease were still abstract and bound to
medical tests. However, they did report being able to understand
better the meaning of these tests and to know broadly whether
their disease was stabilising or progressing. By this time, partici-
pants reported having grounded themselves in the present, living
day by day. They normalised their disease in a narrative of old age.3.3. Bad days
While participants saw their disease as relatively stable at the
time of interview, they spoke of “bad days” where illness intruded
into their lives through extreme weakness, breathlessness, sick-
ness, bitter tastes, pain, sores, infections, urinary trouble, swelling
or emergency trips to the hospital. Mary (82), who lived with her
sister and described herself as generally ﬁt and without symptoms,
described one such episode:
I have recently gone through a period when I really was pretty
unwell. I don't think it was anything to do with the kidneys. I
think it was something to do with some stomach problems but I
don't really know to be honest… I got quite desperate. The
doctor came to see me because he was a bit alarmed by my
sister's description.
Establishing the cause of exacerbations remained an enduring
problem because of multiple diagnoses, but often participants
remarked how “it's all related.” Bad days were frightening or up-
setting, acting as reminders of poor health and highlighting the
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ignored. Despite this, challenges were typically conﬁned to the
episode and spoken about as part of long-term illness or old age.
For some, such as Ralph (91), they renewed an approach to “keep
going”:
You have your good days and bad days, don't you. Everybody
does. It does upset me. But I think to myself “well the best thing
you can do is go and lay down.” Sometimes a lot of bile comes up
and that sort of thing. If I don't feel well I go lay down for an hour
and I'll get up again. I can't give in to it. You've got to keep going.
It's a state of mind more than the body.
In summary, exacerbations triggered periods where disease
once again became disruptive. They destabilised participants' rou-
tines and forced reﬂection on the future. However, the cause of
exacerbations remained ambiguous. Exacerbations were typically
short-lived and woven into the overall narratives of long-term
illness and old age.3.4. Thoughts of the future
The diagnosis of CKD had relatively limited impact on partici-
pants' concepts of the future. These conceptions were already
foreshadowed by advancing age and other illnesses. The difference
was not so much in the timing of death, but in its cause, and CKD
was seen as just another possibility for an inevitable and relatively
near death. With regard to CKD, they knew their disease was pro-
gressive though found it difﬁcult to imagine what decline might
feel like or when it might come. Joyce (79) was interested to know
whether it was painful, a curiosity shared by others. Despite her
attempts, she said she could not ﬁnd a clinician to discuss the ﬁnal
weeks with her:
I want to knowwhat those last twoweeks or three weeks would
be like. I have absolutely no idea. I don't know if it is peaceful, if
you are sleeping or awake, or if you are in agony. But I haven't
found anyone to actually tell mewhat happens at the end. It may
be that they don't like talking about it or it might be that no one
has training for it.
Later in the interview she came back to this thought:
Nobody can tell you how long and I am going along reasonably
well. You can never tell. It might be just a sudden drop and that
would be that. But until that happens I am not going to think
about it. I don't really worry about it.
Most saw little point in thinking about the future. They
preferred to see themselves in the present where their disease was
stable and where, by attaching themselves to their routines, they
could build a semblance of certitude around them.
Participants' views on dialysis in the future remained un-
changed. All said they would most likely hold to their decisions to
forego dialysis, although believed they could change their minds if
their health deteriorated radically and they became desperate. In
this way, the treatment decision was a perpetual concern made
difﬁcult by uncertain prognoses and the perceived vagaries of
dialysis, as suggested in Michael's (79) account:
Maybewith the tablets it can be taken care of; for the time being
at least. If I am lucky maybe I will die before I need dialysis…
Nothing is ﬁnal. They say they will see what happens. If some-
body comes to me and says, “Listen, either you go on the ma-
chine or you die” then maybe I will think again.Only one participant mentioned meeting with palliative care
teams to discuss their input at end-of-life. No advance care planwas
made and palliative care input was summarised as “they'll do what
they can when the time comes”. He was not signiﬁcantly different
clinically though had a daughter who was a palliative care nurse
who he described as “very well aware of what the inevitability is”.
Unlike other participants, he described being preoccupied with his
prognosis.
In summary, most people did not dwell on the future. They
preferred to live day by day and in the present. While participants
held to their decisions to remain on CKM and not embark on
dialysis, they felt empowered to change their minds if in the future
they should wish.4. Discussion
In this article, we have examined how older people experienced
CKD and care over time and how they approached treatment
choice. Findings suggest that people see their illness differently at
different time-points during their illness, that the illness experi-
ence is largely constituted in the practice and language of medicine
and how particular treatments can contribute a potential for
disruption more than illness itself. For all but three of our partici-
pants, CKD, while initially sudden, unexpected and shocking, was
not reported in terms of biographical disruption. That is, the
structures of participants' everyday lives were rarely undone to the
extent of challenging their biography or self-concept. Rather people
attempted to deal with their illness by containing its intrusion into
their lives. This entailed a complex process involving their narrative
construction of CKD, their focus on the present and choice of
treatment modality. We argue that three interactive phenomena
mitigated the potential for disruption and allowed participants to
maintain continuity: (a) the framing of illness as “old age”; (b) the
prior experience of serious illness; and (c) the choice of the treat-
ment with the least potential for disruption. We conclude by
reﬂecting on how our ﬁndings of biographical continuity in late life
with chronic illness contrast with circulating discourses in the
clinical community regarding treatment decisions and the genesis
of conservative care.4.1. Framing illness as “old age”
Our participants tended to frame their illness as old age. For
them, aging was natural, inevitable and entailed a gradual wearing
out of the body; a normal and integral part of their biography. Thus,
illness emerged as something anticipated: a “chronological given”
(Faircloth et al., 2004). Our ﬁndings reinforce previous descriptions
of age as a narrative resource in the organisation of the illness
experience. Furthermore, they highlight the effect of such a
resource in the mitigation of disruption. Indeed illness was not
something to be resisted but accepted because it conformed to
what was perceived as a natural and ﬁxed law.
Recent elaborations of biographical disruption have extended
Bury's analytic vocabulary to account for such adaptation. Particu-
larly relevant is the concept of biographical “ﬂow” (Faircloth et al.,
2004). This describes how illness can be integrated with social
contingencies in constructing biographies that continues to “ﬂow”
across time and space, maintaining continuity. The essential point
is how illness is assimilated into a person's life according to
whether it is compatible with socially and culturally ordained life
stages or events; in essence, whether can be framed as normal. This
also underscores aging as a narrative process, situated both in
particular cultural discourses and in embodied or inner experience
(Perkinson and Solimeo, 2014).
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process and on one level it might be. However, on another it is far
from simple. Improvements in population health, increased
longevity and other structural changes in developed countries
have radically destabilised ideas about the life-course and what
constitutes old age and aging (Dannefer and Settersten, 2010;
Jones and Higgs, 2010). Previously taken-for-granted expecta-
tions of a natural life-course ending in inﬁrmity and eventually
death have been transformed with the result that discourses of
natural and normal aging no longer align. This fragmentation of
normal aging continues to generate considerable social confusion
(Jones and Higgs, 2010; Kaufman, 1994). Medical care and choice is
one interface where this confusion becomes especially acute, and
perhaps nowhere more than in choices concerning treatments
which promise to extend life. Our participants often spoke as if
they challenged the norm of dialysis and placed themselves in
opposition to clinicians, friends or families. This emphasises the
dominance of a technological imperative and the driving culture of
“life at any cost”, which persists even in late life (Russ et al., 2007).
For many this has deﬁned normal old age with its attendant goal
of “successful aging”: something which can be controlled and
transcended.
4.2. The prior experience of serious illness
The lives of our participants were already marked by serious
illness and as such CKD was “just another illness” without partic-
ular signiﬁcance. These ﬁndings conﬁrm suggestions that illnesses
entering the lives of those already touched by illness are less likely
to trigger biographical disruption. This might be partly because
participants were already habituated to the physical, social and
existential fallout of illness. Their lives were organised around
illness; many had relinquished their independence long ago and
reimagined their futures within the constraints of illness. Illness
was just the “normal chaos” of everyday life (Williams, 2000).
Another possibility concerns the embodiment of illness and
interpretation of sensation. Our participants commonly reported
the absence of CKD symptoms, which led one, for example, to
question the validity of his diagnosis. At the same time, however,
these participants revealed weaknesses, breathlessness and other
sickness when recounting their health more generally. We argue
that the effects of CKD were essentially lost as they were inter-
preted as symptoms of pre-existing conditions. This meant that
unpleasant sensations, which might well have resulted from CKD,
were not brought into experience as symptoms of CKD. Participants
therefore believed they could not feel disease and because of this
they could not feel it as a disruption.
This suggests the complexity in deﬁning sensations as symp-
toms and the effect that this has on constructing in an image of
illness, pointing to the unique experience of co-morbid patients
where sensations like pain, fatigue and breathlessness can be
attributed to multiple causes. It also suggests the particular case of
CKD which concerns organs hidden from awareness, “mundane
and taken-for-granted” (Kierans, 2005, p. 344).
The lack of a bodily expression of CKD meant that participants
remained uncertain about their condition and reliant on clinicians
to render its image. However, clinicians generally conveyed tech-
nical understandings rooted in biomedical discourse. Meaning was
further abstracted from the body as disease was constituted in
biomarkers, diagrams and metaphors, failing participants who
wished to engage with their bodies and how they should expect to
feel. This scenario raises ethical and practical questionswhich again
intensify in the context of treatment choice. What images of illness
should clinicians convey? If patients perceive no symptoms should
clinicians challenge these perceptions? How should cliniciansnegotiate with patients' images of illness in the context of choice?
Further work is needed here.
4.3. Maintaining continuity through treatment choice
Treatment decisions must be seen in the context of patients'
experiences. Our participants dealt with illness by containing its
intrusion, maintaining personal continuity both in the narratives
they constructed and the routines to which they adhered. Such
routines grounded them in the present and gave structure and logic
to their lives, a feature of continuity thought especially important
for older people (Becker, 1993). They thought little of the future.
Dialysis did not ﬁt with this approach. It was declined by partici-
pants because it was considered too disruptive and arduous and
because they felt they were too old. They knew that if they began
dialysis it would be for the rest of their lives, unlike younger people
for whom dialysis is often a passing phase before transplant. Par-
ticipants did not want to lose time in the present for the promise of
a future gain of life. Trading life-expectancy to reduce treatment
burden is well-documented; in another recent study people with
CKD were willing to forego 15-months life-expectancy to reduce
restrictions imposed by dialysis (Morton et al., 2012a).
However, it is not a clear-cut case of weighing up time. In reality,
this simple cost-beneﬁt rationale is complicated by the vagaries of
dialysis, its risk of failure, and the uncertainties of not knowing
what it will really feel like. It is a treatment which becomes, for
many, the symbol of CKD or a chronic condition in and of itself.
Indeed, the common cultural image of CKD is one dominated by
technological concerns (Kierans, 2005). On one level perhaps in
avoiding dialysis, participants thought they were avoiding CKD.
Unlike dialysis, CKM afforded a manageable intrusion but suf-
ﬁcient and regular contact with clinicians for participants to feel
monitored. Most saw CKM as continuation of usual care rather than
a new treatment pathway. They felt their care and everyday ac-
tivities could continue without change; they could forget their
illness.
4.4. Limitations
While we included people from a range of demographic and
clinical backgrounds, our sample emerged from specialised renal
clinics, probably different to usual care in other settings, particu-
larly community-based generalist care. Clinics hadwell-established
CKM services, with links to specialist palliative care teams for
advice on symptom control and psychosocial support. Although
palliative care specialists were not accessed by our participants,
their input might have inﬂuenced the approach of renal teams. We
also acknowledge the relative stability of participants' diseases at
the time of interview which might have inﬂuenced their perspec-
tives. Finally, our cross-sectional approach provides only a snapshot
of participants' experiences.
5. Concluding comments
A diagnosis of chronic illness in late life does not inevitably
shatter lives or engender biographical disruption. People are able to
construct continuity owing to complex narrative interpretations of
diagnosis, sensation and treatment choices. The case of renal failure
provides a window into such adaptation and how health services
might be organised to accommodate the desire for continuity
which underpins responses to illness. We have shown how dis-
courses of natural aging guided participants' acceptance of illness
and we suggest how these same discourses are being reconstituted
in the approach embodied by conservative kidney management.
There is thus an alignment between the phenomenological
H. Llewellyn et al. / Social Science & Medicine 114 (2014) 49e5656experience of patients and the provision of services which serves to
conﬁrm and in some ways normalise decline in old age. It is also an
approach which conforms to people's need for continuity in their
routines and which can be assimilated into their lifestyles without
constituting signiﬁcant disruption.
However, it is an illusion that this reconstitution of natural aging
is widespread in either lay or clinical communities. Circulating
discourses of normal aging are diverse and contradictory. When
people suffer illness in late life, they are increasingly subjected to
medical interventions which are organised much more around
transcending natural aging and fulﬁlling the cultural ideal of
“successful aging”. Echoing Becker (1993), we suggest that research
on how older people themselves recognise and construct conti-
nuity e how they preserve it and perceive the obstacles they
encounter in their attempts to do so e will further our under-
standing of the experience of illness in old age and hence the
boundaries between age and illness. Moreover, it will inform the
applications in healthcare practice and policy which more appro-
priately address the potential for disruption in illness. These ap-
plications would do well to accommodate ways in which clinicians
might forge greater partnerships with patients working together to
achieve the goal of continuity.
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